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Foreword

Foreword

y the end of 2001, the number of people estimated to be living with

HIV/AIDS was 40 million, 28.1 million of whom (largely adults) are
living in sub-Saharan Africa. In 2001, some 14 000 new infections were esti-
mated to occur daily, and the majority of these were in developing countries
among 15-49-year-olds, with nearly 50% occurring among 15-24-year-olds.

The Declaration of Commitment, which resulted from the United Nations
General Assembly Special Session (UNGASS) on HIV/AIDS in June 2001, high-
lighted the pressing need for countries to either develop or scale up voluntary
HIV counselling and testing services. It noted the participating nations’ com-
mitment to: “by 2005, ensure that a wide range of prevention programmes [...]
is available in all countries [...], including expanded access to voluntary and
confidential counselling and testing”.

Voluntary HIV counselling and testing is the process by which an individual
undergoes counselling to enable him/her to make an informed choice about
being tested for the human immunodeficiency virus (HIV). This decision must
be entirely the choice of the individual and he or she must be assured that the
process will be confidential.

VCT is not only a key component of both HIV prevention and care programmes
but is the gateway to both prevention and care. In order to respond effectively to
options for each, it is preferable for one to know one’s serostatus. The develop-
ment of increasing numbers of effective and accessible medical and supportive
interventions for people living with HIV/AIDS (PLWHA) means that VCT services
are being more widely promoted and developed and many developing countries
are gradually instituting VCT as part of their primary health-care package. VCT has
also been shown to be a cost-effective HIV-prevention intervention.

Models of VCT service delivery in some of the key thematic areas, such as
mother-to-child transmission (MTCT), tuberculosis (TB) and youth-friendly
services, have been sprouting up in the Southern African region over the last
few years. Although these have been few and far between, important lessons
and approaches have been learnt and this booklet documents the experiences
of three countries: South Africa, Zambia and Zimbabwe.
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These models may seem specific to the countries in which they were developed
but we believe that the approaches used can help other low-resourced coun-
tries to scale up much-needed VCT services.

Catherine Sozi David Miller and Jeanette Olsson
UNAIDS Intercountry Team UNAIDS

for Eastern and Southern Africa Geneva

Pretoria Switzerland

South Africa




Introduction

Introduction

oluntary counselling and testing

(VCT) is the process by which an
individual undergoes counselling, enabling him
or her to make an informed choice about being
tested for HIVL In recent years, voluntary HIV
testing, in combination with pre- and post-test
counselling, has become increasingly important
in national and international prevention and care
efforts. Knowledge of serostatus through VCT
can be a motivating force for HIV-positive and
-negative people alike to adopt safer sexual
behaviour, which enables seropositive people to
prevent their sexual partners from getting
infected and those who test seronegative to
remain negative. This intervention also facilitates
access to prevention services for seronegative
people and is a key entry point to care and sup-
port services for those who are HIV-infected.
This includes access to interventions to reduce
mother-to-child transmission (MTCT) of HIV,
interventions to prevent opportunistic infections
(e.g. tuberculosis preventive therapy and pro-
phylaxis for other infections) and other medical
and supportive services that can help HIV-positive
people to live longer and healthier lives.

1 VCT: UNAIDS Technical Update, May 2000
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VCT as an entry point for prevention and care

Acceptance of, and coping
with, serostatus
Planning for the future

(care of orphans & family,
making will, etc.)

Promotes and facilitates
behavioural change
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Access to
family planning
r'd
Access to condoms
(male and female)

- prevention, screening and
\\ treatment

Early management
of opportunistic
infections (Ols)

Access to early

medical care including
ARVs and preventive therapy
for TB and other Ols

Source: VCT: UNAIDS Technical Update, May 2000

Knowing and accepting one’s HIV
status enables more informed planning
for the future, including for one’s
dependents. Programme experiences
have also shown that VCT is one of the
factors that help to reduce stigma and
secrecy surrounding HIV/AIDS.

In order to facilitate a more rapid
scaling-up of successful HIV/AIDS care
and prevention activities, UNAIDS doc-
uments and disseminates models of

‘best practice’. The need for documen-
tation of VCT best practice models is
greater than ever, given country pres-
sures for identifying ethical approaches
to counselling and testing, and for scal-
ing up new or existing VCT services.

The aim of this booklet is to describe
the experiences of, and challenges
faced by, five programmes in sub-
Saharan Africa, which developed effec-
tive practices and implemented novel
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and successful approaches to VCT in
relation to four key thematic areas:

e prevention of mother-to-child
transmission (PMTCT)

e tuberculosis (TB)
e young people
e general population groups.

Many of the featured lessons and
approaches in VCT may be transferable
beyond country and culture, and
strengthened through community mobi-
lization and public policy measures.

This publication is divided into three
chapters. This introductory chapter is
followed by a chapter on VCT case
studies in four key thematic areas.

Each case study describes the back-
ground and history of the selected pro-
jects and organizations, provides an
overview of the specific thematic area,
and highlights key approaches to VCT
service delivery in relation to the the-
matic area. The third chapter, on gen-
eral VCT approaches and issues, both
summarizes issues covered in the pre-
vious chapter and gives more in-depth
information about the selected pro-
grammes in 14 areas, such as testing
strategies, target population and service
usage, community outreach, VCT serv-
ice provision, training of VCT staff,
post-test services, and others. Lessons
learned and ongoing challenges are
highlighted in each of these areas. At
the end of the publication, conclusions
are drawn from the five case studies.
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1. Selection of case studies

In many countries, national and local ini-
tiatives promote VCT as a part of efforts
to encourage more people to determine their
HIV status. The number of VCT service
providers, including government institutions,
NGOs, and private institutions, increased over
the last few years. Governments and interna-
tional donors are strengthening their technical
and financial support to improve quality and
coverage of VCT services.

The core criteria of best practice that guide
UNAIDS’ efforts to identify, develop, and be a
source of, international best practices (i.e. rele-
vance, efficiency, effectiveness, sustainability
and ethical soundness) have been applied by
UNAIDS in the selection of the cases for this
publication.

Five VCT programmes have been selected as
they demonstrate successful approaches to pro-
moting and delivering VCT services, providing
care and support after testing, and preventing
further transmission of HIV. All five programmes
are in Southern Africa, namely South Africa,
Zambia and Zimbabwe. They operate in low-
resource settings and the experiences drawn can
be helpful to nations and donors in moving
beyond awareness of the magnitude of the prob-
lem towards greater action, particularly in scaling
up VCT services.

Three case studies describe relatively new pro-
jects, initiated in 2000 in various primary health
clinics and a hospital. VCT services were intro-
duced or significantly expanded through the
projects. These include:
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e The Demonstration of Anti-
retroviral Therapy (DART)
Project in Soweto, South Africa,
implemented by the Perinatal
HIV Research Unit of the Univer-
sity of Witwatersrand.

e The Ndola Demonstration
Project (NDP) in the Copperbelt
Province, Zambia, implemented
by the Ndola District Health
Management Team (DHMT), and
supported by the USAID-funded
LINKAGES Project.

e The TB/HIV pilot project in
the Western Cape Province,
South Africa, implemented by
the Local Authority and the
Provincial Administration of the
Western Cape under the guid-
ance of the Department of
Health and WHO.

Two of the selected organizations are
local NGOs in Zambia and Zimbabwe,
which have been providing VCT serv-
ices for several years:

e The Kara Counselling and
Training Trust (KCTT), in
Lusaka and Choma, in Zambia;

e The Zimbabwe AIDS Preven-
tion and Support Organiza-
tion (ZAPSO), in Harare, Chi-
tungwiza, Masvingo and Gutu, in
Zimbabwe.

There are general principles for the
delivery of VCT services that are
applicable to any context anywhere
in the world. These include the fol-
lowing:

e The services provided must be
confidential; this means that the
HIV test result is only revealed
to the person tested and that
everything that is discussed
between counsellor and client
during pre- and post-test as well
as ongoing counselling is in
confidence except when clients
wish to include partners, rela-
tives, friends, or others in the
process (shared confidentiality).

e Attendance is voluntary; this
means that the decision to have
a HIV test must be entirely the
choice of the individual.

e All clients accessing these serv-
ices should be offered both
pre-test and post-test coun-
selling.

e Clients who test HIV-positive
should not be discriminated
against; and

e Clients should have access to
ongoing prevention, care and
support services.

Although all programmes reviewed
embrace these same principles, they
take a variety of approaches to VCT
service delivery, depending on their
particular focus on specific client
groups, and/or emphasis on VCT as
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rated below within the four key the-
matic areas.

entry points to specific interventions.
These approaches are further elabo-

Project location and country information

Zambia
Surface area (square km) 753 000
ZENMEL Total population 10 million
7 GDP per capita (PPP US$) 756
ZIMBABWI Adult literacy rate (>15 years) 77.2%

Life expectancy at birth 41 years

People living with HIV/AIDS 870 000

Adult HIV/AIDS prevalence 19.95 %

(15-49 years)

Tuberculosis cases 482

(per 100,000 people, year 1998)

Ndola Demonstrations Project (PMTCT),

Kara Counselling and Training Trust

Zimbabwe
Surface area (square km) 391 000
Total population 12 million
. GDP per capita (PPP US$) 2876
The DART Project (PMTCT), Adult literacy rate (>15 years) 88 %
The TB/HIV pilot project Life expectancy at birth 43 years
South Africa People living with HIV/AIDS 1.5 million
- Adult HIV/AIDS prevalence 25.06 %
Surface area (square km) 1.22 million (15-49 years)
Total popula.tion 42 million Tubaralleds @S 416
GDP per capita (PPP USS$) 8908 (per 100,000 people, year 1998)
Adult literacy rate (>15 years) 84.9 %
Life expectancy at birth 54 years
People living with HIV/AIDS 4.2 million
Adult HIV/AIDS prevalence 19.94 %
(15-49 years) Estimated figures from 1999 Sources: Human Development
Tuberculosis cases 326 Report 2001, UNDP. Report on the global HIV/AIDS
(per 100,000 people, year 1998) epidemic 2000, UNAIDS. World Development Report
2000/2001, World Bank.
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2. VCT case studies in key

thematic

areas

2.1 VCT as an entry point
to interventions that
prevent mother-to-child
transmission (MTCT) of HIV

“...By 2005, reduce the proportion of infants
infected with HIV by 20% and, by 50% by
2010, by ensuring that 80% of pregnant
women accessing antenatal care have infor-
mation, counselling and other HIV-prevention
services available to them, increasing the
availability of, and providing, access for HIV-
infected women, including voluntary coun-
selling and testing, access to lreatment, espe-
cially antiretroviral therapy and, where appro-
priate, breast-milk substitutes and the provi-
sion of a continuum of care.”

UNGASS HIV/AIDS Declaration of Commitment,
June 2001

Much has been learnt in recent years about the
prevention of mother-to-child transmission
(PMTCT) through antiretroviral (ARV) drugs and
other interventions, in addition to primary pre-
vention of HIV infection among women of child-
bearing age. These interventions rely substan-
tially on identifying pregnant women who are
infected with HIV. VCT is therefore an essential
component of PMTCT programmes.

Two case studies related to VCT and PMTCT
programmes are described in this section:
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¢ The Demonstration of
Antiretroviral Therapy Project
(DART) in South Africa; and

e The Ndola Demonstration
Project (NDP) in Zambia.

Overview of the
Demonstration of
Antiretroviral Therapy
(DART) Project

The DART project is implemented by
the Perinatal HIV Research Unit at the
Chris Hani Baragwanath Hospital.
Project sites are currently the hospital
and two community health centres:
Zola and Lillian Ngoyi, in Soweto,
South Africa. The estimated population
of Soweto, the largest township in
South Africa and among the largest
urban settlements in Africa, is between
2.5 and 5 million. The Chris Hani
Baragwanath Hospital is one of the
largest hospitals in the world and the
only one serving the Soweto area. The
Baragwanath Maternity Hospital is a
referral centre for problem pregnancies
from the midwifery delivery units of 11
community health centres in Soweto,
including Zola and Lillian Ngoyi. The
seroprevalence rate among pregnant
women in the Chris Hani Baragwanath
Maternity service was over 27% in late
2000. Young women seem to be at
highest risk.

The hospital has offered voluntary HIV
testing to pregnant women since 1987.
In 1991, a Perinatal HIV Clinic, which
provides care and counselling services to
HIV-positive pregnant women, was
formed in the Chris Hani Baragwanath
Hospital. The Research Unit, which is
linked to the Perinatal HIV Clinic, was
and is involved in several PMTCT
research projects and was also one of
the multi-centre sites for the UNAIDS-
supported PETRA study. The research
findings of these studies, including the
South African Interpartum Nevirapine
Trial (SAINT), led, in September 2000, to
the launch of the ‘Demonstration of
Antiretroviral Therapy (DART)’ project.
There are plans to scale up VCT service
provision and access to PMTCT inter-
ventions to eight other clinics with mid-
wifery obstetric units in the Soweto area.

The objectives of the PMTCT compo-

nent of the DART project are to:

e provide improved access to VCT
services and establish the feasibility
and acceptability of rapid on-site
testing;

e implement the HIVNETO012 regimen
for prevention of MTCT (a single
oral dose of Nevirapine, self-admin-
istered by the mother at the onset
of labour and a single dose admin-
istered to the baby within 72 hours
of delivery);

e modify midwifery practices to min-
imize the risk of MTCT, e.g. avoid-
ance of rupture of membranes,
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episiotomies, and of oral suction of
the newborn infant; and

e ensure safer infant feeding practices
for HIV-positive women.

Overview of the Ndola
Demonstration Project (NDP)

The NDP is implemented by the Ndola
District Health Management Team and
receives technical and financial support
from the USAID-funded LINKAGES
Project. The project is located in Ndola,
the biggest town in the Copperbelt
province in Zambia. Approximately
200 000 people live in the project
demonstration area. The HIV preva-
lence rate is estimated to be 19.7% in
the 15-19-year-old age group. Results
from a 1997 assessment on infant feed-
ing in the context of HIV/AIDS showed
that, while more than 95% of Zambian
infants are breastfed during their first
year of life, only 26% aged 0-3 months
are exclusively breastfed. There is inse-
curity among health workers in high
HIV prevalence areas about the advice
they should give to women about
infant feeding. Most women do not
know their HIV status. Stigma around
HIV is still high in Zambia and women
who do not breastfeed are believed to
be HIV-positive.

Following recommendations based on
this assessment, the ‘Ndola Demonstra-
tion project to integrate infant feeding
and HIV/AIDS counselling into mater-

nal child health (MCH) and community
services’ was initiated in the first quar-
ter of 2000. The objective of the project
is to enable women and their families
to make, and act effectively upon, an
informed choice to optimally feed their
infants in the context of HIV/AIDS,
with social support from their partners
and the community. A special effort is
made to reach men and family mem-
bers through the involvement of com-
munities.

The Lubuto clinic and its six neigh-
bouring health centres and surrounding
communities in the Ndola District were
selected as project sites because of the
district’s strong community mobiliza-
tion efforts against HIV/AIDS. Starting
in 2001, the project will be replicated in
five other locations. The NDP is part of
national efforts to address MTCT.

The key objectives of the project are to:

e integrate VCT and improved coun-
selling on infant-feeding practices
and maternal nutrition in health and
community services;

e introduce VCT into MCH as an
ongoing service available to preg-
nant women and their partners at
antenatal care (ANC), postnatal and
family planning services, curative
services and through referral from
community members;

e create an enhanced environment for
counselling to ensure privacy and
confidentiality;
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e strengthen the referral systems | e address the issue of stigma con-
between clinic, community and dis- nected with not breastfeeding in the
trict hospitals; and project design and implementation.

Box 1
VCT and PMTCT interventions

At the end of 2000, it was estimated that 3.8 million children had died of AIDS
before their 15t birthday, since the start of the epidemic. Another 1.3 million
children are currently living with HIV, and most will die before they reach their
teens. Over nine-tenths of these children were born in sub-Saharan Africa. The
vast majority of children with HIV are infected in-utero, at the time of labour and
delivery, or after birth through breastfeeding. In the absence of interventions,
around a third of HIV-positive mothers will pass the virus to their infants through
one of these three routes.

Most MTCT of HIV occurs at the time of delivery or late in pregnancy. Between
one-third and half of infections occur during breastfeeding. Several factors, not
all of which have been fully elucidated, influence the likelihood of a baby get-
ting infected, including viral, maternal, obstetrical, fetal and neonatal factors.
High maternal viral load (i.e. the levels of virus in a pregnant woman’s body flu-
ids), such as at the time of seroconversion or in advanced disease, is considered
to be a major factor in transmission.

Interventions to prevent MTCT of HIV include therapeutic and obstetric inter-
ventions and modification of infant-feeding practices. Women’s knowledge of
their serostatus is essential if they and their families are to benefit from PMTCT
interventions. Some measures, such as infant-feeding counselling and avoidance
of invasive procedures during delivery, should be standard with all pregnant
women in high-HIV-prevalence areas, independent of knowledge of HIV status.

In high-income countries, most HIV-infected pregnant women choose to take
combinations of ARV drugs, which dramatically reduce the risk of MTCT of HIV.

_
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These regimens are relatively expensive and complicated to administer. Access to
these drugs is therefore minimal for the majority of women in developing coun-
tries. However, more recent trials (notably the HIVNET 012) have shown encour-
aging results with less expensive, shorter regimens. Following these results,
increasing numbers of developing countries have set up pilot projects, which give
HIV-positive pregnant women access to ARV interventions to prevent MTCT of
HIV during labour and delivery. Access to VCT is therefore a prerequisite.

The risk of transmission through breast milk depends on factors such as the
health and immunological status of the mother, breast abscesses, mastitis, nipple
cracks, oral thrush in the child, and patterns and length of breastfeeding.
Transmission rates seem to be higher with mixed, rather than exclusive, breast-
feeding. Infant-feeding counselling can help women to make an informed choice
to optimally feed their infants.

PMTCT strategies include:

e primary prevention of HIV among future parents;

e improved access to family planning services and information for HIV-positive
parents; and

e prevention of HIV from mother to child when the mother is HIV-positive.

Key approaches taken by the NDP and o
DART project in relation to VCT and
PMTCT include:

e promotion of VCT services among
pregnant women attending ANC
services and their partners;

e integration of VCT services in MCH
services;

e combination of VCT and infant-
feeding counselling;

e involvement of VCT counsellors in

involvement of community service
providers in supporting mothers
and promoting VCT.

Promotion of VCT
services among
pregnant women
attending ANC services
and their partners

ARV interventions; Women attending antenatal services in
e training of antenatal clinic staff and | hospitals and clinics very often have little
midwives; or no knowledge about MTCT and VCT.

* access to psychosocial support and | This is the case even in high-HIV-preva-

medical care; and



VCT case studies in key thematic areas

lence settings. Health workers and VCT
counsellors in the two projects therefore
conduct group information/ education
and demonstration sessions for all attend-
ing women in the ANC waiting rooms. In
the NDP, health talks at the clinics and
other venues in the community (e.g.
growth monitoring points) are also given
by community service providers (see Box
2) and the project is very successful in
involving men as facilitators. During these
sessions, a variety of issues concerning
pregnancy and delivery are discussed,
including HIV/AIDS, prevention of MTCT,
and the benefits of VCT. Prevention of
MTCT is addressed in broad terms during
health talks. More in-depth discussions
take place during individual counselling
sessions once a woman has decided to
undergo a HIV test.

Women are advised to discuss VCT with
their partners and encourage them to
come for a HIV test. Members of com-
munity service groups (see Box 2) also
target men during their information and
education activities to improve men’s
understanding of maternal and child
health issues (including PMTCT), raise
their interest in VCT, and make them
more supportive towards their partners.

Integration of VCT
services in MCH services

The set-up and operations of antenatal
care services vary from clinic to clinic
within the NDP and DART projects.

Identification of appropriate entry points
for integration of VCT services takes into
consideration the need to minimize wait-
ing times and emotional stress for clients.

In the DART project, all women undergo
individual pre-test counselling at their
first antenatal visit. At the end of the
counselling session, the VCT counsellor
asks the client to sign a form in the
patient folder, indicating if she wants to:

- test and receive the results the

same day;

- test and receive the result later;

- test another time;

- not have a test.

DART: A VCT counsellor invites women
for pre-test counselling at the ANC

unit at the Lillian Ngoyi clinic

Uptake of the HIV test in the DART
project is very high. Over 90% of
women attending antenatal services in
the Chris Hani Baragwanath Hospital,
and approximately 88% in the Zola
Clinic, decided to have a HIV test.
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Those who want to know the result the
same day receive post-test counselling at
the end of the ANC visit.

Among women who decide not to test
during their first visit, awareness of and
knowledge about VCT is increased
through pre-test counselling. Women are
also encouraged to bring their partners
for VCT.

In the NDP, pregnant women are invited
during antenatal visits and other occa-
sions to utilize VCT services at any time
during pregnancy or afterwards. This
invitation also includes their partners.
Pre-test counselling is only made avail-
able to those who decide to test. In some
project clinics, women are asked during
ANC health talks to raise their hands if
they are interested in VCT. Those indi-
cating interest are gathered in a group
where HIV/AIDS, MTCT and VCT issues
are discussed in more detail before they
see the VCT counsellor. Nurses feel that
it reduces stigma and normalizes VCT
use if women are encouraged to openly
show their interest in HIV testing.
Besides that, women’s increased level of
knowledge facilitates pre-test coun-
selling. Test results and post-test coun-
selling are available the same day or sev-
eral days later, depending on when the
specimen was sent to the laboratory.
VCT service use is also encouraged at
postnatal, family planning and curative
services.

In both projects, it is emphasized during
pre-test counselling that testing is volun-
tary and confidential and that a woman
can still choose not to be tested even if
she had indicated earlier that she was
interested. Some women, for example,
first want to consult their partner.
Counsellors make it clear that VCT serv-
ices are available at any time later during
pregnancy, as well as after delivery—for
example, during family planning or
treatment clinic sessions, as well as dur-
ing sessions at baby clinics. Project man-
agers recognize that it is particularly
important in a hospital and clinical set-
ting that women do not feel coerced into
testing because they fear exclusion from
antenatal services if they do not agree to
be tested.

In both projects, a relatively small num-
ber of women do not return for their test
results (e.g. in the DART project, 9.7% of
all women tested and 12.4% of women
who tested positive at the Zola Clinic
never pick up their test results).
According to counsellors in the two proj-
ects, there is sometimes an opportunity
to talk to women and encourage collec-
tion of HIV test results when they come
for ANC follow-up visits. In the DART
project, ANC nurses also encourage
women to follow up, as they can see in
the patient folder if the HIV test result
has not been collected. However, coun-
sellors describe a fine line between
encouragement, on the one hand, and
putting pressure on women, on the
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other: “It is important that nurses and
counsellors accept a woman’s choice not
to collect ber results even if it is sometimes
bard because it means that she will not
benefit from a PMTCT intervention”.

Post-test counselling is always offered,
with the main goal being to help the
women understand their test results and
initiate adaptation to their seropositive or
seronegative status. If the HIV test result
is negative, counsellors explain during
post-test counselling the particularly
high risk of MTCT if women get infected
with HIV during pregnancy or after
delivery if they are breastfeeding. They
encourage women to protect themselves
from infection through condom use or
abstinence during pregnancy. Condoms
are available free in the waiting rooms.

Combination of VCT
and infant-feeding
counselling

For pregnant women whose HIV test is
positive, post-test counselling focuses
on: reducing the risk of MTCT with an
emphasis on different infant-feeding
options and on ARVs, if available; safer
sex, including strengthening the neces-
sary negotiation skills; and identifying
ways to inform the partner and family
members. This requires that counsellors
have adequate knowledge of the per-
sonal situation of a HIV-positive
woman, including such factors as the
socioeconomic situation in the commu-

nity and the availability and costs of
replacement feeding.

Counsellors in the NDP put particular
emphasis on finding out as much as
possible about the specific life circum-
stances of a woman in order to care-
fully weigh the advantages and disad-
vantages of different feeding options
and help her make an appropriate
decision. Ongoing counselling and
post-test support groups can support
women in their decision. Counsellors
emphasized that helping a woman who
tested positive to make an informed
choice about how to feed her baby is
more than just telling her about poten-
tial risks and different feeding options.

“Counselling women to make an
informed choice requires deep
understanding of the social issues,
compassion, knowledge of the
bhousehold situation, the ability to
communicate complex conceplts,
and the ability to emotionally sup-
port women in a decision that
affects themselves, their children
and their entire family.”

Ellen Piwoz, Member of the Ndola
Formative Research Team, in: HIV/AIDS
and Infant Feeding: Risks and Realities

in Africa, AED, June 2000).

Before the launch of the NDP, infant-
feeding recommendations for women of
known and unknown HIV status were
developed to guide health workers,
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including VCT counsellors. The recom-
mendations were based on formative
research to ensure their feasibility,
appropriateness and relevance for the
communities taking part in the NDP.
Research results helped health workers
to develop a better understanding of
breastfeeding practices in the communi-
ties, availability and costs of replace-
ment food, household economics, and
people’s knowledge in relation to
HIV/AIDS and MTCT. It was found that
breast-milk substitute with the cheapest
available formula or cow’s milk was not
affordable for most households in the
Ndola District. As an alternative, exclu-
sive breastfeeding during the first six
months is promoted in the NDP.

Involvement of VCT
counsellors in ARV
interventions

In the DART project, VCT counsellors
distribute the ARV drugs during post-test
counselling to woman who tested posi-
tive and agreed to the intervention. This
ensures that women are in possession of
the drug at the onset of labour. This mod-
ifies the initial practice within the pro-
gramme of waiting to distribute the ARV
drug to women at their ANC visit during
the 35t week. Delaying the distribution
resulted in many women never receiving
the tablet because they did not return, or
because they delivered earlier than
expected. Counsellors have the difficult
task of counselling women who are

under extreme emotional pressure and,
at the same time, explaining the details of
MTCT, the ARV intervention, and infant-
feeding options. Counsellors felt that it is
important for women to come back for
ongoing counselling and/or attend the
support group to reinforce guidance pro-
vided during post-test counselling.
Project managers reported positive expe-
riences using this approach. Of the 57
HIV-positive women who had delivered
during the first five months of the project
and received the ARV drug at the Zola
Clinic, 88% reported having successfully
self-administered the drug.

Not all women who tested positive
agreed to the ARV therapy. A counsel-
lor explained why: “From our experi-
ence, the reasons are that some clients
are in denial about the result, or they do
not believe in the medicine, or they are
in shock”. Of the HIV-positive women
who got their results at the Zola Clinic
in a five-month period, 87.9% were dis-
pensed with a Nevirapine tablet. The
other 12.1% did not take the drug,
despite reminder letters, inviting them
to come to the clinic.

Training of antenatal
clinic staff and midwives

In both projects, health workers deal-
ing with antenatal women receive
HIV/AIDS and PMTCT training in
order to respond better to the needs of
the growing numbers of women who
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know their HIV status. In the NDP,
midwives also receive mentorship.

NDP: Mentorship in the maternity ward
in the Lubuto clinic

Midwives are trained through the pro-
jects to avoid invasive procedures during
deliveries so as to reduce the risk of HIV
transmission. These include routine rup-
turing of membranes, routine epi-
siotomies, and suctioning of the newborn
baby. Elective (‘non-emergency’) cae-
sarean sections are rarely an option in
this part of the world. Nurses in the post-
natal ward support women who choose
to formula-feed by showing them the
correct methods of preparing the for-
mulaz and feeding the baby. VCT man-
agers in the DART project explained that
the frequent rotation of health workers in
the hospital and clinics makes it difficult
to ensure that every nurse in the labour
ward has received PMTCT training.

There are different approaches in the
clinics reviewed regarding ‘shared confi-

dentiality’ with midwives and nurses in
the post-natal ward. In the DART project,
counsellors indicate on women’s ANC
card if they received Nevirapine (which
is an indication of their HIV status). This
is to ensure that nurses in the labour
ward administer the Nevirapine syrup to
the baby within 72 hours of delivery.

In the NDP, it is up to the individual
woman to disclose her status. A coded
letter combination is written on the ANC
card of every pregnant woman who
goes for VCT without revealing the test
result. All women who are administered
for delivery are asked by the midwives
how they intend to feed their babies, to
avoid initiation of breastfeeding in cases
where a mother plans not to breastfeed.

Access to psychosocial
support and medical care

Both projects organize support groups
and offer ongoing counselling to give
emotional support to women after VCT
and counsellors also encourage women
to attend after delivery. These services
offer opportunities to discuss in more
depth issues around ARV interventions,
infant feeding, and protection during
pregnancy. Group support and coun-
selling can help seropositive women to
cope with their status.

2 With coupons handed out in the DART project, infant formula can be obtained for a
reduced price (10 Rand instead of 26 Rand for a 500g tin). US$1 = 8 Rand

(approximately in May 2001).
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Discussions and role-plays can help
women to disclose their status to their
partners and family members.

The hospital support group in the DART
project meets on clinic days in the
waiting room of the Perinatal HIV Clinic,
so that all women attending antenatal
services can participate. As one coun-
sellor reported: “Some women come to the
group every week even if they have no
appointment. They enjoy being around,
talking to newcomers and also baving
Jun. Some also continue coming after
they have given birth and tell the group
about their experiences. It’s easier to
discuss, ask questions and learn from
others. I bad one patient I didn’t believe
would come to terms with her status but
today she is the one in the group who
talks a lot and tells how she feels. Women
become more comfortable in the group”.

DART: A mother introduces her baby to
the support group for HIV-positive
women at the Perinatal HIV Clinic at
the Chris Hani Baragwanath hospital

HIV-positive women in the two projects
do not have access to HAART, except
for the short-course ARV intervention in
the DART project to prevent MTCT. A
pregnant woman in the DART project
said, “I am very glad that my baby will
be saved from this disease but what wor-
ries me is that it might grow up without
me because there are no drugs for
mums. I found out that I am positive but
there doesn’t seem to be much help for
me. What can be done for me?”

All pregnant women who tested positive
at the Chris Hani Baragwanath Hospital3
are referred to the Perinatal HIV Clinic
within the hospital, where they are
attended by doctors. The general health
status of women is checked at every visit
in view of their HIV infection and their
required antenatal care. Referrals within
the hospital are arranged, if necessary.
After delivery, mothers and babies are
referred back to their nearest primary
health clinic. Pregnant women, who uti-
lized VCT services in the antenatal clinics
of Zola and Lillian Ngoyi community
health centres, continue to use the same
antenatal services where they are
attended by nurses, who usually don’t
know the women’s HIV status. Infants
born to HIV-positive mothers in the
DART project are followed up by project
doctors at routine immunization appoint-
ments at the Well Baby Clinic at 6, 10 and

3 The Baragwanath Maternity Hospital is a referral centre for problem pregnancies
from the midwifery delivery units of 11 community health centres in Soweto.
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14 weeks, and 9 and 15 months. Infants
are tested for HIV at one year of age.
During these routine visits, a weight
check is performed, feeding practices
assessed, and babies are examined and
referred where indicated. From six weeks
till one year of age, all babies receive co-
trimoxazole as well as vitamins.

Project managers in the NDP reported
that the quality of MCH services has

improved since the project started,
including antenatal, labour and deliv-
ery, postnatal, family planning and
child health services. According to
them, all women receive better care
and support before and after delivery.
However, the availability of essential
drugs required for basic care, such as
malaria prophylaxis or de-worming
drugs, cannot always be ensured due
to financial constraints.

Box 2

Involving community service providers in
supporting mothers and promoting VCT

In the communities surrounding the NDP clinics, a number of community support
groups have developed over the years, including neighbourhood health commit-
tees, home-based care groups, mother/father support systems, positive living
groups, traditional birth attendants, child health promoters, growth-monitoring pro-
moters, and community-based distributors. These groups collaborate with the clin-
ics on different assignments and extend health care and support to the community
level. All of them together have approximately 610 members who work on a vol-
untary basis. Through the NDP, community health promoters and health workers
receive the same training on issues related to HIV/AIDS, PMTCT and VCT to
ensure that coherent messages go out to pregnant women and their partners. By
February 2001, approximately 160 members (60% of them men) had been trained.

VCT counsellors play an important role in helping HIV-positive women to come
to a decision about how to feed their infants but, after delivery, women need
further support in their choice, whether they breastfeed or give replacement
feeding. Many projects end at the clinic level and don’t go further to provide
care and support at community level. In the NDP, the community service
providers became partners in PMTCT interventions and provide ongoing sup-
port to mothers when they return home after delivery. They ensure that women

—>
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and their babies are referred to the clinics more reliably and earlier in case there
are health problems, especially related to infant feeding.

A member of the mother/father support system explains: “We come o the
clinics every morning lo find out who delivered. We visit all mothers in the first
days after delivery. We don’t know about the HIV status of the women who deliv-
ered. Because we visit all women aflter delivery there is no room for speculation
in the community about the reason for the visit.”

During the home visits, the reasons for a woman’s infant feeding choice are not
questioned. Support group members are trained to recognize breast problems such
as mastitis, cracked nipples, or breast abscess, and refer women and their babies to
the clinic, if necessary. If a woman gives replacement feed, community volunteers
show her how infant formula is prepared, what tools are best used to measure the
right amount of water and formula, and how to feed the baby. Follow-up house
visits are made regularly and progress reported to the clinic counsellors.

Men’s involvement in community
groups, such as the mother/father
support system, helped to improve
their understanding of maternal
and child health (MCH) issues,
including PMTCT, and raised their
interest in VCT. Project managers
hope that positive male role mod-
els will increase other men’s inter-
est in VCT and that education
| through community service pro-

NDP: Men who are members of a viders will make more men sup-
mother/father support group in Ndola portive of their partners.

Several community group members have been trained as community coun-
sellors to provide emotional support, particularly to pregnant women and
mothers with babies, as well as their families. On request, community coun-
sellors do house visits and some also welcome clients in their own homes to
ensure confidentiality. Community counsellors are not informed about the HIV
status of clients but clients often disclose their status to them. Community
counsellors participate in a similar course as VCT counsellors (see section 3.8

“Training of VCT personnel’).
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Growth-monitoring points are established in public places and the weighing is
carried out by growth-monitoring promoters who are trained to look at the
general health of babies and refer those who are underweight to the hospital.
Growth-monitoring promoters also promote VCT and give health talks at the
weighing points about MTCT and infant-feeding options.

Summary

The NDP and the DART project
demonstrate that the introduction of
VCT and PMTCT interventions in
antenatal settings needs to be accom-
panied by measures that facilitate and
support women’s decisions regarding
VCT and PMTCT interventions. This
includes providing a supportive envi-
ronment. Pregnant women have to be
made familiar with the issues involved
to help them understand the implica-
tions of a HIV test and PMTCT inter-
ventions. In the NDP, community
health promoters collaborate with
clinics in educational activities and
promoting VCT. In the DART project,
the fact that all antenatal women
receive pre-test counselling is, accord-
ing to project managers, closely
related to high uptake of testing.

Experiences from the two projects
also show that supporting women
who test HIV-positive to make an
informed choice about infant feeding
and decide about ARV interventions
requires more than informing them
about the advantages and potential

risks. Close involvement with clients
during post-test counselling, empathy,
knowledge of women’s life circum-
stances, and the ability to explain
complex concepts are very important.
Ensuring good quality of pre- and
post-test counselling, including infant-
feeding counselling, through ongoing
training and mentorship (see sections
3.8 and 3.9) is therefore high on the
agenda of both projects. Ongoing
counselling and post-test support
groups play a vital role in supporting
women in their decision. In the NDP,
broad community involvement, partic-
ularly of men, in prevention educa-
tion and care activities reportedly
helped reduce stigma and encouraged
more men to come forward for HIV
testing and to support their partners.

The two case studies also show that
training of health workers dealing
with antenatal women, including
training in basic counselling skills,
increases their knowledge and capac-
ity to better respond to the care and
support needs of the growing num-
bers of women who know their HIV
status.
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2.2 VCT as a link
between HIV/AIDS
and TB programmes

“We have seen a sea change in the
way many governments approach
the HIV/AIDS epidemic. The possibil-
ity of treatment has given new hope,
making countries scale up their
efforts to fight the disease, through
prevention and better diagnostics,
as well as beginning to provide care
Jfor those already infected.”

Dr Gro Harlem Brundtland,

Director-General, WHO,
press release 25 June 2001

Tuberculosis (TB) is the most com-
mon opportunistic infection and the
leading cause of death among HIV-
infected persons. TB patients’ know-
ledge of their HIV status through VCT
allows for access to a wider spectrum
of care and support. Despite the close
link between HIV/AIDS and TB, the
HIV/AIDS/STI and TB programmes in
many countries are not working
together but function in parallel with
separate responses.

This case study describes specific
approaches of the TB/HIV Pilot
Project in the Central District,
Western Cape Province, South Africa,
to link the two programmes.

Overview of the TB/HIV
Pilot Project

South Africa is facing one of the worst
dual epidemics of tuberculosis and HIV.
A review of the South African National
TB and HIV/AIDS/STI programmes rec-
ommended improved collaboration
between the two programmes. This led
to the establishment of four pilot pro-
jects in different provinces in South
Africa to assess the operational issues of
implementing a comprehensive package
of care and support for people living
with HIV/AIDS, including patients co-
infected with TB and HIV, using VCT as
an entry point.

The HIV prevalence rate among antena-
tal women in the Western Cape
Province was 8.7% in 2000. The TB inci-
dence in the Central District in 1999 was
more than 500 cases per 100 000 peo-
ple. The TB/HIV Pilot Project became
operational in the first quarter of 2000,
initially in five primary health clinics.
Seven more clinics were included in the
project over the course of a year. The
project serves a population of approxi-
mately 296000 and is implemented by
the Local Authority and the Provincial
Administration of the Western Cape in
conjunction with the Department of
Health. The project is informed by the
ProTEST Initiative (see Box 4) and sup-
ported by WHO and UNAIDS. Three
urban sites were reviewed for this pub-
lication: Langa and Chapel Street com-
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munity health clinics, and Green Point o

community health service.

The key objectives of the project are:
e (o increase access to voluntary

counselling and HIV testing, o

decrease the barriers to VCT, and
improve the quality of VCT,;

e to improve comprehensive HIV/AIDS/
STI/TB care and referral and to

to provide isoniazid preventive ther-
apy (IPT) and co-trimoxazole pro-
phylactic therapy to HIV-positive
clients and to evaluate its utility,
feasibility and cost implications; and
to facilitate collaboration between
TB and HIV/AIDS/STI programmes
at district and community level and
between private and public stake-
holders.

ensure continuity of care;

Box 3
HIV/AIDS and tuberculosis

The burden of tuberculosis is closely linked to the HIV epidemic.
Tuberculosis is the most common opportunistic infection and the leading
cause of death among HIV-infected persons. About a third of the 34.3 million
PLWHA worldwide are co-infected with Mycobacterium tuberculosis. HIV
prevalence is the single most important factor in determining TB incidence
and TB outcomes.

HIV, by attacking the immune system, increases the risk of developing active
TB for those who have been infected with TB earlier in life (latent TB) from
10% per lifetime to 10% per year. When HIV-positive people become newly
infected with Mycobacterium tuberculosis, they are more likely to progress to
active tuberculosis. TB has an adverse effect on HIV by accelerating the natu-
ral progression of HIV infection. As a result of HIV infection, many TB patients
are infected and die from other opportunistic infections. HIV-positive TB
patients have mortality rates that are two-to-four times higher than those of
HIV-negative patients.

Increasing TB cases in PLWHA also pose an increased risk of TB transmission
to the general community, whether or not HIV-infected.

—>
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For example, in South Africa, the number of TB cases reported was relatively
stable between 1980 and 1989. Fuelled by the rise in HIV prevalence, reported
TB cases have increased from about 60 000 in 1989 to 147 578 cases in 1999—
an increase of 146%. It is estimated that 50% of TB patients in South Africa are
HIV-positive. In 1999, 4.2 million South Africans were HIV-positive, compared
to 3.6 million in 1998 and 2.7 million in 1997. Some 1.7 million HIV-positive
South Africans will get TB before they die. Less than 10% of people in South
Africa know their HIV status and many of those who do know their status do
not reveal it.

Early case detection and treatment of TB can slow the progression of HIV
infection and help to reduce transmission of TB. It is therefore essential that
TB patients have access to effective diagnosis and treatment. TB can be treated
and cured at relatively low cost if the completion of treatment is ensured
through proper case management, which is crucial to preventing drug resist-
ance. The most efficient approach to detecting more TB cases involves inten-
sified case-finding in settings where PLWHA are concentrated, including VCT
centres.

HIV-positive people with latent tuberculosis may benefit from preventive treat-
ment, including isoniazid preventive therapy (IPT), which is aimed at decreas-
ing the risk of a first-ever episode of TB and at decreasing the risk of recur-
rence in someone who has previously had tuberculosis.

had significant implications for the
breadth and quality of care provided
for HIV-infected people.

Scenario before the
introduction of the
TB/HIV Pilot Project

A baseline assessment carried out
before introducing the TB/HIV Pilot
Project showed that the collaboration
between the TB and the HIV/AIDS
programme in the Central District was
not optimal. The lack of integration

In general, testing for HIV was per-
formed only on clinical grounds to
confirm the diagnosis in those with
clinical manifestations suggestive of
HIV infection. TB patients were not
automatically referred for a HIV test
but usually only if they did not recover
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despite treatment. They were, in most
cases, referred at an advanced stage of
the disease and often terminally ill.
The fact that TB patients were rarely
tested for HIV at an early stage of the
disease was a barrier to access to more
comprehensive care and support,
including  prophylactic  treatment
against other opportunistic infections.

HIV-positive clients were not treated
holistically, they had no access to iso-
niazid (IPT) preventive therapy (TBPT),
rarely received prophylactic treatment,
and there was no standardized man-
agement of opportunistic infections.
The majority of health workers did not
have up-to-date training in integrated
care and management for STIs, TB and
HIV. Instead, they were specialized in
only one area. As a consequence, the
referral system was weak and clients
who went to the TB clinic were only
treated for TB, and STI patients treated
only for STTs.

HIV clinics for patients whose status
was known were established in many
clinics and were open once a week.
However, HIV-positive clients were
usually only seen on this specific day,
whereas TB and STI clinics were held
on different days and attended by dif-
ferent doctors and often different
nurses. This meant that patients who
attended the HIV clinic had to come
back on another day if they needed
an X-ray or were on TB treatment,

and were then often seen by different
health workers.

As not all health workers were knowl-
edgeable about HIV/AIDS, only a few
were involved with HIV-positive
clients or had access to their medical
records. This increased stigmatization
of patients within the clinic. One of
the nurses states, “Before the project, I
wasn’t much involved with the HIV
clinic. For me, it bhas changed my
thinking a lot in terms of HIV. I can
deal much better with clients who are
positive. Before the training, I had a
very megative attitude about HIV. I
think it comes from the way you were
brought up; that forms your attitudes.
For me, it bas been a struggle to accept
clients, especially when you know the
sexual practices of some of them. Why
should we be less judgemental just
because we are nurses? We are all
buman.”

Testing was not performed in the clin-
ics and test results came back from
the laboratory only a week or more
after testing. A significant number of
clients did not return for their test
results and, as a consequence, also
did not receive adequate care and
support.
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Box 4
ProTEST Initiative

The ProTEST initiative, coordinated by the World Health Organization (WHO),
aims to promote HIV voluntary testing as a key to a more coherent response to
tuberculosis in high-HIV-prevalence settings. The initiative embraces district-
level field experience in several pilot sites, combining efforts in combating HIV
and tuberculosis intended to reduce the HIV/tuberculosis disease burden. This
will contribute to the development of a strategic approach that can be promoted
as an expansion in scope of the internationally recommended tuberculosis con-
trol strategy. The name ‘ProTEST’ reflects the promotion of voluntary HIV test-
ing, as an entry point for access to HIV and tuberculosis prevention and care.

The ProTEST initiative’s objectives are to reduce the combined burden of
tuberculosis and HIV through a concerted approach that will: reduce the num-
ber of people becoming infected with HIV; reduce the number of people trans-
mitting both HIV and Mycobacterium tuberculosis, and reduce the risk of those
infected with both HIV and M. tuberculosis developing active tuberculosis.

ProTEST: Operationalizing the link between TB/HIV activities

Potential range of HIV/TB
care/prevention interventions

TB diagnosis & Rx
~ Screen for active < )
TB TB preventive therapy

VCT: ., Co-trimoxazole . .

An entry point . prophylaxis | HIV-related infections
for access to a
range of > STIRx —— | HV— | TB
HIV/TB care/
prevention —> Condoms
interventions

—> Safer sexual _|

behaviour
HAART 1 TB
— ARV — MTCT

— psychosocial support

Source: TB/HIV Pilot Project
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Since the initiation of the project,
guided by the ProTest Initiative,
remarkable progress has been made in
improving linkages and collaboration
between TB and HIV programmes and
strengthening the referral system
between the two programmes. Key
approaches include:

e active promotion of VCT among TB
and other clinic clients;

e introduction of rapid on-site testing;

e active TB case-finding among
clients testing HIV-positive;

e improved access to a comprehen-
sive package of care;

e continuity of care through improved
training of health workers and com-
munity service providers; and

e involvement of stakeholders in pro-
ject coordination.

Active promotion of
VCT among TB and
other clinic clients

TB/HIV project: A VCT counsellor gives a
health talk promoting VCT at the
Chapel Street Clinic

Through the distribution of information
materials and general health talks by
VCT counsellors in the waiting rooms,
all clients attending the health centres,
including TB patients, are encouraged
to utilize VCT services.

During individual consultations, doctors
and nurses advise all TB and STI
patients, and those attending family
planning services, to access voluntary
counselling and testing services.
According to project managers, numbers
of VCT clients increased sharply with the
active promotion of VCT services. Most
importantly, doctors report that more
people choose to be tested at an earlier
stage of infection. However, VCT service
utilization among TB patients is still rela-
tively low. As one nurse explains: “7B
clients say they would worry more if they
did a HIV test. They rather want to have
the TB treated and maybe come back
another time for VCT”.

Introduction of rapid,
on-site testing

TB/HIV project: A nurse/VCT counsellor
explains to a client his HIV test results
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Rapid testing has been introduced and
test results are available in less than an
hour. As a consequence, more clients
receive their test results. The project
coordinator reports that the acceptabil-
ity of HIV testing increased among
clients since the HIV test results could
be collected the same day.

Active TB case-finding
among clients testing
HIV-positive

The common approach to TB case-
finding involves detecting cases
among people presenting with symp-
toms to general health services. A
more efficient approach is to find
cases in settings where PLWHA are
concentrated. Together with VCT serv-
ices, active TB case-finding has there-
fore been introduced through the
TB/HIV Pilot Project. All clients who
test HIV-positive (and haven’t already
been referred from the TB clinic) are
screened for tuberculosis, as they are
more susceptible to TB infection. Thus
cases of active and latent tuberculosis
are identified and TB treatment or IPT
can be initiated.

Improved access to a
comprehensive package
of care

All clients testing HIV-positive at the
project clinics have access to a free
comprehensive package of care,
including isoniazid preventive ther-
apy4, treatment for active TB, and co-
trimoxazole  (CTX)  prophylaxis.
Whereas TB patients were, in most
cases, only treated for TB before proj-
ect introduction, the improved referral
system between the TB and the HIV
programmes (including the active pro-
motion of VCT) has allowed for access
to a broader spectrum of care for TB
patients who test positive.

Health workers carry out a baseline
examination with every client testing
positive. Clients are staged according to
WHO clinical staging and screened for
tuberculosis (if they haven't already
been referred from the TB clinic) and
for co-trimoxazole prophylaxis. A clini-
cal chart is used for this purpose,
including a questionnaire for screening.
If a patient is interested and eligible for
IPT5, an X-ray and a Mantoux test are
carried out. Clients are started on a six-
month isoniazid therapy when the

4 The benefit of IPT is for the individual rather than for reducing TB incidence in the
population. It reduces the likelihood of the individual developing TB.
5 Indicators are: client above 14 years, no TB symptoms, ability to come for monthly

follow-up, appearing healthy.
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X-ray read by the doctor is normal and
when the Mantoux test is positive.
Patients who show symptoms of HIV-
related disease are started on life-long
CTX prophylaxis.

HIV-positive clients who are on pro-
phylactic treatment are followed up on
a monthly basis and seen by a doctor at
least once every three months. Those
who are not on prophylactic treatment
are encouraged to see a doctor every
three-to-six months if they are asymp-
tomatic, and otherwise every month.
Clients are also encouraged to come to
the health centre as soon as they have
any medical problems or show any
symptoms of disease. HIV-positive
women have an annual PAP (cervical)
smear. Treatment for opportunistic
infections is available and PLWHA also
receive vitamins on a regular basis and
nutritional supplements, if needed. All
HIV-positive clients are re-screened for
WHO staging on a three-monthly basis.
Thus diagnostic and treatment delays
are reduced.

In most clinics, following the introduction
of the project, HIV-positive clients can
attend the HIV, TB and STI services any
day of the week. There are still specific
days allocated for specialist clinics
attended by doctors. HIV-positive clients
are usually advised not to come on the
day when the TB clinic takes place in
order to reduce the risk of nosocomial TB
transmission. “We educate HIV-positive

people not to wait until they are very sick
but to come to the clinic immediately if
something is wrong. They know they will
always be treated at the clinic,” explains
one of the clinic managers.

Ongoing counselling is offered to all
VCT clients and post-test support
groups are established in most project
clinics.

Continuity of care through
improved training of health
workers and community
service providers

Managers report better continuity of
care since the project started. Clients
can now be sure to receive compre-
hensive and holistic treatment irrespec-
tive of their symptoms, as all nurses
receive ongoing training in prevention
and management of opportunistic
infections and are knowledgeable
about HIV/TB/STI care and treatment.
The majority of health workers have
also been trained as VCT counsellors.
According to the project manager, the
quality of care has improved as has
nurses’ understanding of the issues
involved, making them feel more con-
fident and comfortable in dealing with
HIV-positive clients.

A nurse at the Langa clinic explains: “You
give the sad news that someone is positive.
1t is a big shock for this person. The morale
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is down, there is fear of stigma. The per-
son is entangled in many things like how
1o break the news to the pariner and fam-
ily; maybe the person is unemployed. The
person needs confidence that being HIV-
positive is not the end of the world. So you
bave to take this person in totality. The
approach for us is different now. If you
have a patient in front of you, then you
don’t only perceive bim as a 1B client but
you see the whole client with a variety of
symptoms. Then you explain all the things
you can do for the patient”.

TB/HIV project: DOTS treatment
supporters trained in HIV/AIDS issues
and VCT promotion in the Langa clinic

Community members, who are involved
as DOTS treatment supporters, received
training on issues related to HIV/AIDS
and now also promote VCT. One of
them reports: “We are very excited that
we received training because now we
have tools, whereas before we were doing
work that had to do with HIV but we bacd
no knowledge about it”. AIDS home-
based care providers have also been
trained on DOTS and complement the
community treatment supporters.

Involvement of
stakeholders in project
coordination

It is a priority of the TB/HIV Pilot Project
to involve community stakeholders in
the planning, development and coordi-
nation of the project. This includes, for
example, a broad stakeholder forum in
Langa, representing traders, schools in
the area, traditional healers, political par-
ties, NGOs and CBOs. Where health
committees exist, they were involved in
the coordination of the project from the
beginning. Some committees became
strong partners in mobilizing community
members to become actively involved in
providing information about HIV/AIDS,
TB and VCT and promoting awareness
of services available at the health cen-
tres. As the clinic manager at Langa
recalled: “They (health committee mem-
bers) had a full understanding that there
is an epidemic of HIV. It was a blessing to
them that the project was introduced and
they grabbed the opportunity for Langa. It
bas made a dramatic change for them”.

Project management also set up a
technical committee to oversee the
project, which includes representa-
tives of provincial and local authori-
ties, local health committees, NGOs
and each project clinic.
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Summary

Since the initiation of the TB/HIV Pilot
Project, clients in the project clinics
profit from closer collaboration
between the TB and HIV/AIDS pro-
gramme. As TB is the most common
opportunistic infection, all TB as well as
STI patients and those attending family
planning are encouraged to utilize VCT
services. At the same time, all VCT
clients who test positive are screened
for TB. All HIV-positive clients have
access to free comprehensive care,
including TB treatment, TB preventive
therapy, and co-trimoxazole prophylac-
tic treatment. Project experiences show
that training of all health workers in
HIV/TB/STI care and treatment ensured
continuity of care. Most nurses were
also trained as VCT counsellors and
learned how to carry out HIV tests,
which facilitated integration of VCT
services and generally improved the
quality of care. The involvement of
community stakeholders is seen as a
priority in the TB/HIV Pilot Project and
some community health committees
became strong partners in education
about, and mobilization for, VCT.

2.3 VCT and young
peoples

“..In addition we must also ensure
young people’s access to youth-
Sfriendly bealth services that provide
HIV testing and counselling, treat sex-
ually transmitted diseases, and offer
Sfrank and unabashed information
and services on how sexually active
young people can protect themselves
and their partners from infection”.

— Carol Bellamy, Executive Director,
UNICEF, speaking at the Organization
of African Unity Summit on HIV/AIDS,
TB and Other Infectious Diseases,
Abuja, Nigeria, 26 April 2001.

The majority of new HIV infections in
developing countries occur among
young people aged 15 to 24 through
unprotected sexual intercourse, with
girls being particularly vulnerable. There
are increasing efforts to interest young
people in utilizing VCT services.
However, few programmes are currently
providing counselling and testing as well
as post-test services that are tailored to
the special needs of young people.

This case study describes the
approaches towards young people of
the Kara Counselling and Training
Trust (KCTT), an NGO with branches
in Lusaka and Choma, Zambia.

6 The definition of young people in this case study is those aged 14-24.




VCT case studies in key thematic areas

Overview of the Kara
Counselling and
Training Trust’”

The population of Zambia is approxi-
mately 10 million people and 58% of
the population is below 19 years of
age. At the end of 1999, Zambia had
one of the highest HIV prevalence rates
in sub-Saharan Africa, with nearly one-
in-five persons between 15 and 49
years of age infected. However, there
are encouraging figures in a June 1999
report of Zambia’s Ministry of Health
that shows a drop in HIV prevalence
among child-bearing women aged 15
to 19 in four sites in Lusaka, from 28%
in 1993 to 15% in 1998.

KCTT is a Zambian NGO, which started
as a ‘drop-in centre’ that provided HIV
information and counselling to the gen-
eral public in 1989. It also provided the
basis for the formation of the first sup-
port group for people living with HIV in
Zambia, which has continued to have
an important role in HIV advocacy and
education, and in challenging stigma
and denial in Zambia. In 1992, confi-
dential VCT services were introduced at

one of KCTT’s facilities. For a number of
years, KCTT was the only place where
people in Lusaka could go for coun-
selling and testing, outside medical set-
tings. Rapid testing with same-day results
was introduced in 1996. The majority of
KCTT’s VCT clients are young people
between 18 and 29. KCTT has recently
applied for funding for a project to scale
up VCT services for young people, with
a special focus on girls.

In Lusaka, KCTT maintains two free-
standing sites and four sites that are
attached to clinics. In addition, KCTT
also has a branch in Choma, a town in
the Southern Province of Zambia, with
separate training facilities and a VCT
centre. The catchment area of the
Choma VCT facility also includes rural
communities.

KCTT’s mission statement is ‘to pro-
mote integrated human development
by providing counselling, training, care
and other related services that respond
to current psychosocial needs in
Zambia. KCTT provides the following
services to the general public:
— voluntary counselling and testing
with same-day test results;

7 At the time of the survey, some of the excellent services KCTT has been providing in
the past were compromised due to financial constraints experienced in the last
quarter of the year 2000. This, together with a temporary reduction in the number
of counsellors due to the same financial problems, resulted in lower numbers of
people using, and benefiting from, VCT services offered by KCTT. The case study
looked at all programme components and services related to VCT provided by KCTT,
including those that were, at the time of the survey, scaled down.
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general counselling;

training programmes in counselling
skills and community home-based
care and support;

a vocational-skill-training programme
and therapeutic support for people
living with HIV/AIDS (duration four
months);

HIV/AIDS outreach education pro-

grammes involving people living
with HIV/AIDS;

a residential training programme for
orphaned and vulnerable girls who
are socioeconomically severely dis-
advantaged; and

a hospice facility for chronically and
terminally ill, socioeconomically
disadvantaged people.

Box 5
VCT and young people

Many adolescents in sub-Saharan Africa are sexually experienced. In Zambia,
for example, 31% of women aged 15-19 and 65% of young men are sexually
experienced but not yet married8. Most adolescents, when entering into sexual
relations for the first time, do not use any form of contraception. This leaves
them vulnerable to HIV infection, STIs, and unplanned parenthood. Access by
young people (particularly girls) to sexual and reproductive health services in
developing countries remains a major challenge. Young people’s knowledge
about sexual and reproductive health and availability of respective services is
generally not very high. Communication with parents about sexual issues is
rare and most information comes from peers and is often incorrect. Lack of
skills to negotiate safe sexual behaviour, poor access to contraceptives, and
vulnerability to sexual abuse put young people at highest risk of HIV infection.

In many cultures, it is socially unacceptable for young people to be sexually
active unless they are married. As a consequence, sexually active young peo-
ple don’t openly talk about their experiences with adults, including health
workers. They fear that confidentiality might not be maintained in health facil-
ities. In addition, young people tend to seek services only when symptomatic

—>

8 Demographic and Health Surveys, 1994-1998
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(e.g. from STIs). Health workers’ attitudes towards teenage sexuality are some-
times negative and young people perceive them as intimidating. These factors,
among others, contribute to young people’s reluctance to use VCT services.

Other barriers to service use by young people include misconceptions, fears

and a low risk perception. Innovative approaches are required to help young

people, particularly girls, to overcome these barriers and take advantage of

counselling and testing services. Among the challenges facing programmes

interested in providing VCT services to young people are:

e vyouth-oriented advertisement and promotion of services;

e vyouth-friendly counselling and referral to other health and psychosocial
support services;

e non-judgemental health-care providers; and

e access to particularly vulnerable young people, such as out-of-school and
street children.

Clear national policies are needed to address the minimum age of VCT service use
without parental consent. Currently, in Zambia, young people must be 18 years of
age to access VCT services without parental consent. However, they are reportedly

less likely to utilize VCT services if they need their parents’ consent to do so.

KCTT works towards increasing young

people’s utilization of VCT services,

including post-test support services. To
achieve this, the organization takes the
following approaches:

e vyouth-oriented outreach activities to
educate and mobilize young people
for VCT;

e access to partner and pre-marital
counselling and testing for young
couples;

e vyouth-friendly VCT service provi-
sion;

e provision of ongoing counselling and
youth-friendly post-test clubs; and

e operational research about VCT and
young people.

Youth-oriented outreach
activities to educate and
mobilize young people
for VCT

KCTT managers reported that out-
reach activities play a crucial role in
young people’s decision to use VCT
services. This is not only as a result of
their being informed about the exis-
tence of VCT services and having the
procedures explained, but also by
involving them in discussions about
the advantages and disadvantages of
VCT. Through interaction with out-
reach workers, some of young peo-
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ple’s doubts and anxieties are
addressed and they develop a better
understanding of the value of know-
ing their HIV status. Data from the
KCTT VCT centres and reports from
counsellors confirmed that very few
young people drop into the VCT cen-
tres without having been invited, and
most visits are in response to invita-
tions from outreach workers. KCTT
has two approaches to community
outreach: an outreach programme
with HIV-positive young people,
which is targeted more at groups, and
a community mobilization programme
that is targeted at individuals.
Outreach workers are trained through
KCTT and receive support through
mentorship.

The young HIV-positive outreach edu-
cators, who are mostly in their early
twenties, generally address groups of
people—for example, at schools, anti-
AIDS clubs, clinics, churches and
work places.

They talk about their personal experi-
ences, give educational talks, promote
VCT and stimulate discussions and
role-playing about HIV/AIDS and

related issues. Outreach educators also
frequently visit drop-in centres for
street children and talk to young peo-
ple who are out of school and work
on the streets. Educators receive 5000
Kwacha® for each outreach session.

KCTT: young KCTT outreach workers
with their supervisor at Hope House

The other strong component of
KCTT’s VCT promotion efforts is the
community mobilization10 carried out
by young community members. Young
people were recruited to reach out to
their communities and promote VCT
services mainly through individual
contacts. Most mobilizers are in their
early twenties and have either com-
pleted high school or dropped out at a
higher grade. A number of them have
been recruited from post-test clubs.

9 1000 Kwacha is approximately US$0.25.

10 Jdeally, KCTT community mobilizers work for each VCT centre but, due to down-
sizing, they operated only at one clinic at the time of the case study assessment.
Numbers of clients dropped significantly in centres where mobilization stopped in

2000.
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mobilizers at Chawama clinic

Mobilizers work in the community and
approach people on the street, in mar-
ket places, shops and bars and at the
clinics to give them information about
HIV and VCT. They also go from house
to house and respond to invitations
from schools, youth groups and
churches. Their main target group are
young people between 18 and 30 years
of age, whom they involve in discus-
sions about HIV/AIDS, STIs and VCT to
motivate them to use the VCT services.
They hand out invitation slips and
receive 2000 Kwacha for each person
who follows up on their invitation to
the VCT centre. Mobilizers find it more
difficult to approach girls than boys
(and substantially lower numbers of
girls use VCT services).

One of the KCTT mobilizers said: “It is
often difficult to make people come for
VCT. Many of them come when we lell
them that they get free treatment for STIs
and TB after they are tested1. We really
like our job but mobilizing people and
going oul into the community can also
be a risky job because some people think
that all mobilizers are HIV-positive and
they are not treating us well. But others
are very keen when we approach them

23

and say ‘take me there now’”.

Access to partner and
pre-marital counselling
and testing for young
couples

Through active promotion of partner
and pre-marital counselling and testing,
KCTT attracts many young couples in
their late teens and early twenties.
Counsellors report that more and more
young people decide to have a HIV test
together with their partner at the onset
of a new relationship or before getting
married. KCTT has also built links with
some churches, which encourage pre-
marital counselling and testing.

According to a study carried out at
KCTT (see under Operational research),
the majority of interviewees under the
age of 20 intend to get tested together

11 people who utilize KCTT’s VCT services have some access to free medical care,
including TB and STI treatment. See also Chapter 3 under ‘Post-test services’.
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with a partner before engaging in sex-
ual activity or getting married. An 18-
year-old VCT client explained: “With
the girl I am with now, since I have
agreed to be in a relationship with her
it’s better to go for a HIV test. She agreed

to go for a test and she turned out to be
negative. Myself, I am HIV-negative, so
we just have to be very faithful now. If I
ever have another girlfriend, I will have
lo ask again because I want to defend

my life”.

Youth-friendly VCT service provision

Box 6

‘Youth-friendly health services’ (YFHS) in Zambia

“Youth-friendly health services’ is a countrywide clinic-based peer education
programme supported by, among others, CARE and UNICEF, with a strong
focus on adolescent sexual and reproductive health. In many health centres in
Zambia, peer educators are available for adolescent clients to listen to their
problems, provide information and distribute condoms. Young people reported
that it is easier for them to approach their peers with issues related to sexual-
ity as confidentiality is important. Clinics usually provide separate space for

YFHS to ensure privacy.

Peer educators from YFHS function as a link between young people and health
workers and refer their clients to the clinic and VCT services, where necessary.
They also conduct outreach education for schools and communities. YFHS are
integrated in all the clinics where KCTT operates and VCT counsellors and
community mobilizers collaborate with the peer educators from YFHS who are
reliable partners in VCT mobilization. Counsellors also refer young clients to
YFHS, particularly for discussions on safer sex and distribution of condoms.

After KCTT outreach workers visited
schools, students often came in groups
to the VCT centre because their inter-
est had been piqued and they wanted
to find out more about the services.

Counsellors organize group education
sessions and general counselling and
offer VCT to those over 18. KCTT uses
group education as a way to introduce
the concept of VCT to young people
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under 18, make them comfortable with
the environment and reduce their fears
of future visits. KCTT counsellors
believe that once a young person has
been to a VCT site, knows when and
how it operates, and has a better
understanding of HIV/AIDS and VCT,
she/he will be more likely to utilize
VCT services in the future.

Health workers, particularly in sexual
and reproductive health services, some-
times have the attitude that young peo-
ple should be abstinent and therefore
don’t always treat them in a friendly and
respectful way. For this reason, KCTT’s
VCT counsellors receive basic child/
youth-friendly training that enables them
to be aware of, and adequately respond
to, the special problems and needs of
young people. The curriculum of a more
in-depth two-week child/youth-friendly
course has been tested recently, and all
VCT counsellors will gradually undergo
this training.

Since 1989, KCTT’s training centre has
also provided HIV/AIDS awareness and
basic counselling training for nurses at
health centres. Several hundred nurses
have been trained to increase their
understanding of young people’s sexu-
ality and to be non-judgemental in
interactions with them.

KCTT’s VCT services are free of charge.
Opening hours of the centres are
8am—5Spm during weekdays, which is

convenient for young people who can
choose to come for VCT before, during
or after school. One free-standing site
and one based at a health centre are
also open on Saturday mornings.

Provision of ongoing
counselling and youth-
friendly post-test clubs

Young people who test positive need
help in coping with their status, includ-
ing disclosure to their families and sex-
ual partner/s. Young people also
report that practising safer sex after
VCT is often difficult to maintain and
HIV-positive and -negative young peo-
ple alike require further encourage-
ment and support.

Besides offering ongoing counselling,
KCTT has set up post-test clubs (PTC)
at all VCT sites to provide HIV-positive
and -negative clients with a safe and
confidential space where they can
work through the consequences of HIV
testing and try to come to terms with
their serostatus in a group setting. The
majority of club members are young
people, although clients of all age
groups are welcomed. The clubs meet
every two weeks under the guidance of
a KCTT counsellor, and community
mobilizers as well as youth-friendly
peer educators are involved in the facil-
itation. Young post-test club members
in Choma, Southern Province, are also
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encouraged by KCTT counsellors to
participate in community projects.
While post-test clubs are considered
very valuable, programme managers
report that other ongoing support serv-
ices for HIV-positive young people are
desperately needed. Consequently, the
programme also seeks to build the
capacity of youth organizations provid-
ing post-test support to HIV-negative
and -positive young people and to
strengthen the collaboration and refer-
ral system with VCT services.

The KCTT VCT manager reported:
“People get encouragement in the PIC.
The clubs bave contributed a great deal to
reduce stigma against HIV-positive people
as club members of all ages interact freely
in the group, usually without knowing
each others’ status. Some said that before
they tested and joined the club they were
uncomfortable to be close to HIV-positive
people but coming to the club changed
that. Their misconceptions about HIV-
positive people were corrected”.

Operational research
about VCT and young
people

KCTT is frequently involved in opera-
tional research projects intended to
guide and improve its programming
approaches. For example, in June 2000,
a small-scale study with 30 young par-
ticipants between 15 and 20 years of

age was carried out in Lusaka, in col-
laboration with KCTT and with support
from UNICEF Zambia, to identify fac-
tors that influence young Zambians’
decisions regarding the use of VCT
services. The most prominent motivat-
ing factors included:

e interaction with peer outreach edu-
cators, which gave young people a
chance to discuss and reflect on
VCT;

e the desire to know where one
‘stands in life’;

e plans to get married;

e the desire to change the lifestyle
and reduce sexual activity or
become abstinent (make a ‘fresh
start’);

e encouragement from sexual part-
ners to use VCT services;

e encouragement from friends who
had used VCT services; and

e membership in community groups
that supported VCT, particularly
anti-AIDS clubs.

Factors that had a negative impact on
the decision to attend VCT included:

e the perception that one would not
be able to cope with a positive test
result and would be too disturbed
to continue school or would commit
suicide;

e the belief that being HIV-positive is
equivalent to having AIDS and
being near death,;
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e the belief that one would die sooner
if one’s HIV-positive status were
confirmed,;

e the belief that one is not vulnerable
to HIV infection despite risky sexual
behaviour;

e the perception that peers are dis-
couraging about attending VCT
services; and

e fear of rejection by family and
friends, and of discrimination and
stigmatization.

Attending VCT services also requires
that young people first acknowledge
that they are sexually active, which was
reportedly much more difficult for girls
than for boys. According to the study,
negative perceptions of sex appear to
make it particularly difficult for girls to
talk about sexual issues and decide to
attend VCT services, especially when
they have no symptoms of illness.

Summary

Response to the special needs of young
people is high on KCTT’s agenda and
the organization takes a variety of
approaches to encouraging young peo-
ple to utilize VCT and post-test serv-
ices. Experiences show that peer out-
reach activities are crucial to helping
young people overcome barriers to
service use. The provision of partner
and pre-marital counselling and testing
attracts many young people, and some
churches became partners in the pro-

motion of these services. Close collab-
oration between VCT services and the
clinic-based peer education pro-
gramme ‘Youth-friendly health services’
facilitates referral of young people.
VCT counsellors receive child/youth-
friendly training to deal with prejudices
against young people’s sexuality and
be understanding of, and open to, their
problems and needs. Very importantly,
post-test emotional support is provided
through ongoing counselling and
youth-friendly post-test clubs. Broader
support networks in the community
are, however, urgently needed.

2.4 VCT services
addressing general
population groups

“When properly carried out, vol-
untary counselling and testing
can help break the vicious circle
of fear, stigma and denial.”

Report on the global HIV/AIDS

epidemic, UNAIDS, June 